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The possibility of living at home for people with amyotrophic lateral sclerosis (ALS), a 
severe physical disability, largely depends on the presence or absence of adequate 
support by family members, but there has been little research on this problem. The aim 
of this study is to show the details of social support needed to enable people with ALS 
who lack family support to live independently. To this end, the author makes a case 
study of the support provided to a single ALS patient by volunteers, care workers, and 
medical staff in the hospital and at home. The author observed this support and 
participated in it as a volunteer. The dissertation describes the actual conditions of the 
patient’s life and discusses the problems and issues that arise from this case. The study 
identifies the following. First, in order to live independently at home, ALS patients rely 
on many different social service systems, but each system has a different idea of support 
for independent living. Consequently, it is difficult for ALS patients without family 
support to realize independent living. Therefore, it is necessary that such ALS patients 
have support systems that make available an adequate number of care workers to 
provide care during the progressive deterioration of the patients’ bodily functions. 
Second, the social services system should recognize the position of personal supporters 
outside of medical staffs and allow payment for them in order to improve the support 
needed to enable ALS patients to be discharged from hospital and to live independently. 
Third, as shown by examination of the conditions at the Intractable Disease Counseling 
Center founded in Kyoto Prefecture, there exists currently no coordinator for arranging 
the health and medical services that ALS patients and their families need in the 
community sphere. In conclusion, it should be demanded that coordinators be provided 
for arranging the social service systems that people with severe physical disabilities, 
like ALS patients, need to live independently in the community. At present, the reality 
is that the people who do this essential coordination work are unpaid volunteers. This 
study emphasizes that the coordination work done by patient supporters outside the 
social service systems should be recognized and that such coordinators should be paid. 
The use of coordinators would reduce the large burden for care currently shouldered by 
patient’s families. 
 
